Women Although much work has been done to quantify the direct and indirect costs of cancer treatment, little is known regarding how these costs impact the daily lives of persons undergoing active treatment of cancer. Content analysis performed on open-ended interviews with 22 women in 3 income categories undergoing chemotherapy for a diagnosis of breast or ovarian cancer revealed 7 themes. Most participants stated that they felt ''lucky'' or ''thankful'' that most of the treatment costs were being covered by insurance or personal income. Women also described receiving financial assistance from friends, family, and support organizations and stated that they often made trade-offs between paying for regular family expenses and paying for treatment-related expenses. Worry about future financial expenses and frustrations dealing with regulatory agencies were also pervasive in the interviews. Finally, participants described having to access retirement/savings accounts and voiced concerns regarding the impact of cancer treatment on their work income. Data from the study illuminate the personal impact of cancer costs and suggest that interventions to assist women with cancer in financial planning and negotiating with insurance companies may offset some of the financial burden of cancer treatment.
A s survivorship after cancer has improved, treatment has evolved into a chronic care model 1 that has dramatically changed the financial impact of this diagnosis for healthcare providers, the individual with cancer, and his/her family. 2 In 2004, the total cost of the diagnosis and treatment of cancer in the United States was estimated to be $189 billion. 3, 4 Much of this cost reflects ''direct costs'' (eg, hospital and physician visits and chemotherapeutic agents), which may be fully or partially covered by third-party payers. In addition, there are substantial ''hidden'' (indirect or out-of-pocket [OOP] ) costs that are either not reimbursed or only partially reimbursed by third-party payers. Such costs can impose a devastating financial and emotional burden on the person with cancer and his/her family when attempting to mobilize resources for recovery. Because of the demands of cancer care and associated adverse effects, persons with cancer and/or their caregivers may experience loss of employment, missed days from work, and added financial burden from costs for copayments, disability aids, transportation, and personal care assistants. Although multiple studies have quantified and examined direct cancer costs, 5Y8 comparatively limited attention has been given to how OOP costs impact the lives of persons undergoing treatment of cancer. 9, 10 More than 15% of the US population is uninsured. 11 With escalating healthcare costs and increased cost-shifting from employer to employee, financial hardship resulting from the diagnosis and treatment of cancer is likely to increase. In the United States, personal bankruptcy claims have been closely linked with medical costs, even when healthcare insurance is present at the onset of illness. 12 These trends suggest that an unrecognized threatVfinancial hardshipVmay be compromising optimal cancer care and creating a new source of disparity in healthcare outcomes. Of concern, remarkably little is known about the personal impact and perceived financial hardship associated with cancer care. The purpose of this study was to examine the perception of economic hardship in women undergoing adjuvant chemotherapy for a diagnosis of breast or ovarian cancer. Specifically, the following research questions were addressed: (1) What is the perception of economic hardship in women receiving adjuvant chemotherapy for a diagnosis of breast or ovarian cancer? and (2) How do women meet the demands of the costs of cancer treatment? n Background and Significance Direct and Indirect Costs of Cancer Care Consistently over the past 30 years, cancer-related direct costs have accounted for approximately 4.5% of all yearly healthcare expenditures for the United States. 13 A number of studies have attempted to more precisely detail and quantify the direct costs of cancer treatment, and reviews of studies such as these can be found in the area of head and neck cancer, 7 bladder cancer, 5 and acute myeloid leukemia. 8 Most of these studies have summarized costs across groups, identified average direct costs per person, compared direct costs of 2 specific treatment regimens, or estimated the costs of supportive care. For example, analyses with data from persons undergoing chemotherapy for ovarian cancer show that direct costs for complications that arise during treatment can be extensive. 9 The direct cost of 1 episode of neutropenia was estimated to be $7,546, direct costs for thrombocytopenia averaged $3,268 per episode, and neurotoxicity costs averaged $688 per episode. These data dramatically illustrate the costs of complications of cancer treatment but do little to illustrate the personal impact of OOP costs, which can also be extensive, particularly when income is limited.
Several researchers have quantified the indirect and OOP costs on individual financial resources for persons undergoing active treatment of cancer. 9, 14, 15 Chang et al 6 reported that persons with cancer and their caregivers experienced a loss of 2 workdays and 5 short-term disability days per month. Without considering lost income, patient expenses during chemotherapy have been estimated to range from a low of $12 to a high of $3,100 almost 10 years ago, dependent upon the type of cancer. 16 As more women enter the workforce, wage loss among female cancer patients has received increasing attention. In a prospective study in which 800 breast cancer patients completed interviews at 1, 6, and 12 months after initiating treatment, Lauzier and colleagues 29 found that 459 (57.4%) were employed in the month before diagnosis. Ninety percent of these women were absent for at least 1 week because of breast cancer. The average number of absences was a single, prolonged absence with an average duration of 37 weeks. Using various methods of compensation, women received, on average, 58% of their usual wage during their absence. The authors calculated a mean annual wage loss of 27% (median, 19%) because of breast cancer for those who were employed before diagnosis.
Furthermore, the financial toll of cancer care seems to extend beyond active treatment. A study of breast cancer survivors who worked during treatment regimens reported that they made significantly less money 5 years later than did a matched control group of working women followed over the same time frame. The income differential was not attributed to lower salaries but to fewer hours at work. 17 These findings suggest that financial hardship from cancer may persist for years. When evaluating cancer costs, studies such as the ones described here have focused on OOP expenses (dollars) and lost workdays. However, OOP costs often affect more than just disposable income for the person with cancer.
Financial Hardship
Financial hardship (also referred to as economic hardship) has been defined by Barrera and colleagues 18 as the degree to which individuals experience distress because of an imbalance between appraised needs and available resources. Financial hardship begins with the realization that financial resources are insufficient to meet the demands on those resources, which is often followed by a change in behavior to maximize use of resources. Finally, inability to meet financial demands may result in negative effect, such as depression or anger. Financial hardship has been linked to mood in groups other than persons with cancer. 19Y22 There are reported associations between financial hardship and mood in women with young children, 22 persons with asthma, 21 and older adults. 19, 20 Persons with cancer have received less attention in this area.
Financial hardship has also been linked to health-related quality of life. Yan and Sellick 23 reported that in persons with gastrointestinal cancer (N = 146), financial difficulties, along with symptom distress, were significant predictors of overall quality of life. Stone et al 24 found that financial hardship increased during radiotherapy for breast or prostate cancer (N = 62). More than a decade ago, Siegel and colleagues 25 reported that persons with cancer who have financial hardship report higher numbers of unmet needs than did those without, which may impact health-related quality of life. More recently, Hwang and colleagues 26 established a relationship between unmet needs, including financial needs, and worse quality of life in a large population of men with cancer.
No studies to date have evaluated the impact of financial hardship for women undergoing treatment of cancer. Whether perceptions of financial hardship vary by sex is unknown and is beyond the scope of this study. Rather, this study was designed to explore the perception of financial hardship in women undergoing adjuvant treatment of breast or ovarian cancer. The sample was limited to women with breast and ovarian cancer as a way to guide intervention development in this specific patient population. Data from studies such as this are vital for detecting hidden barriers to optimal cancer care. These data can serve as a platform for implementing interventions to provide assistance with financial planning and are vital for informing healthcare policy decisions.
n Patients and Methods Sample Participants were recruited from a metropolitan cancer treatment center in Pennsylvania and were considered eligible if they were (1) diagnosed with breast or ovarian cancer (verified by pathology report), (2) due to receive or were currently receiving their first cycle of adjuvant chemotherapy (participants who were more than 3 months postinitiation of chemotherapy were considered ineligible, as financial issues and, thus, economic hardship are likely to vary over the course of treatment), (3) not receiving adjuvant biotherapy, (4) 18 years or older, and (5) able to read and speak English. The original goal of the study was to stratify participants by income level. However, because of the low numbers of lowincome patients eligible for the study, the final sample had a larger proportion of middle-income participants, and participants were classified, rather than stratified, by income level. Participants were asked to identify their gross family income for the past year and that figure was compared with US Census Bureau poverty guidelines. 27 Low-income participants were defined as those whose family income was 200% of the poverty threshold or lower. Participants whose family income was between 201% and 400% of the poverty threshold were categorized as moderate income, and those with a family income greater than 400% of the poverty threshold were defined as having a high income. Potential participants were first approached by clinic staff during wait times for clinic appointments to determine their willingness to consider participating in the study. If they gave written consent to be approached, a member of the research team described the study in detail and consent was obtained from those interested. Approval from the authors' institutional review board was obtained before recruitment and data collection.
Data Collection
Data were collected via audiotaped telephone interviews lasting approximately 1 hour. At a mutually agreed upon time, participants were telephoned and asked a series of openended questions. The following questions were used to guide the interview, and follow-up probes were used as necessary:
(1) How have the costs involved in cancer care affected you or your family? (2) Have you or your family had to make tradeoffs because of the costs of cancer care? and (3) What resources have you and your family used to offset the costs of cancer care? Interviews were transcribed verbatim using standard word processing software.
Data Analysis
Content analysis was used to identify themes in participant responses. Content analysis allows the investigator to identify meaning in participant communication through systematically identifying themes. 28 To begin the analysis, two of the authors read through the transcripts. Independently, the 2 authors generated themes from the women's responses and categorized the text into themes using a standard word processing program. These 2 authors then met and compared the way in which responses were categorized. Themes that were similar were kept as overall themes. Differences in themes and categorizations were discussed until consensus was reached as to whether the information could be categorized into a preexisting theme or was conceptually different, in which case a new theme was created. As a final step in verifying reliability and validity of the themes, the remainder of the authors read the transcripts and reviewed the themes to ensure that the themes accurately reflected participants' responses. No changes to the way in which responses were categorized were suggested by the remaining authors, and the original themes upon which consensus was reached by the first 2 authors were maintained.
n Results A total of 22 participants were recruited for the study, 11 with breast cancer and 11 with ovarian cancer; most participants had either stage II (n = 6, 27%) or stage III (n = 9, 41%) disease (see Table 1 ). All participants were white, and the majority (n = 13, 59%) were married. The age of the participants ranged from 36 to 67 years (mean [SD], 54.2 [8.6] years). The sample was well educated, with an average of 15.4 years (SD, 3.1 years) of formal education completed. Most of the sample was categorized as moderate income (n = 10, 46%), and 18% (n = 4) were categorized as low income; 59% (n = 13) stated that it was difficult to meet basic needs such as food and housing. More than half of the participants (n = 12, 55%) were currently employed; 36% (n = 8) were employed full-time. All participants had health insurance; 77% (n = 17) had private insurance. Analysis revealed 7 themes: ''being lucky,'' ''resources,'' ''not in the budget now,'' ''financial worry,'' ''understanding the fine print,'' ''losing my safety net,'' and ''working during cancer care.''
Being Lucky
''Being lucky'' encompassed expressions of thankfulness for insurance coverage and financial assistance from family members to help meet the costs of cancer care. Participants described feeling fortunate that their insurance was able to cover the brunt of medical costs, despite the presence of OOP costs and the fact that medical treatment had not been in their families' budget before diagnosis. A woman with ovarian cancer stated:
The insurance has covered everythingI I've been fortunate. My husband is able to take off work at any time, his work has been very cooperative, so we don't have that worry of him losing his job. (Participant 5, high income)
Although women discussed feeling lucky at the time of the interview and that costs were under control at the moment, there was a high degree of uncertainty regarding whether treatment costs would still be manageable in the future.
Resources
Women in the study also discussed the resources that they had used to pay for cancer care, including borrowing and asking for financial assistance from family, friends, and organizations (eg, using funds from local and national cancer societies to pay for travel and medications), although most financial resources were from friends and family. A woman with ovarian cancer shared:
When I was first in the hospital, people didn't know what to do, so my sister suggested to them that they send [grocery store] gift cards, because the girls are youngI One daughter could go and make sure she had lunchmeat to take to school and the other could use it to put gas in the car so they could get to the hospital to visit me. (Participant 1, low income)
Another participant recalled changing ownership of property to another family member to defer tax payments and receiving clothes and appliances from friends, which meant she could reallocate funds toward paying for cancer care.
Not in the Budget Now
Although many participants cited feeling lucky or thankful that they were able to cover treatment costs at the time, they also described making choices and trade-offs between paying for cancer care and paying for other expenses. A woman with ovarian cancer shared:
We worry more about making ends meet than we did. We cut back in terms of basic things, we don't go out to eat as often, or go to a movie, or go away for a weekend. (Participant 1, low income)
One woman revealed that she now restricted her daughter from driving because she could not afford the insurance, and choices of where her children would go to college were now being driven by financial, rather than scholastic, reasons. Other women talked about not going on vacations, postponing major purchases (such as a new car or home), and limiting day-to-day expenses. Altering plans that were in place before the diagnosis of cancer were described by a woman with breast cancer:
''I[paying for] the hospital and surgery. We've kind of picked up money because, you know, we didn't take the big vacation we were going to take, and we didn't buy that house, so the cost of things in one wayIit cost us all these things we planned on doing, big things we were all set to do. Everything has just popped up like a house of cards, every time we make plans, things would fall apart because I had several setbacks. So, we saved money because we didn't buy our dream house, but luckily for us, we didn't take that great vacation we were going to take, so we saved all that money there, but I can't say that feels lucky. Although I know we're still luckyI. We're redefining lucky, I guess.'' (Participant 22, high income)
Financial Worry
Women expressed a great deal of worry regarding financial matters and the impact of treatment costs on their families. Participants were concerned with issues such as the future impact of current economic choices, their ability to make ends meet, and being able to afford current cancer care. Managing finances and trying to plan for the future were forefront in participants' minds. A large degree of worry was also centered on the financial implications of missed time from work due to cancer treatment. One woman with breast cancer shared:
''IBack there for a month or two, it was kind of scary because there were treatments and I couldn't get a job or anything. You know, because I'd be in bed for 5, 6, and even 7 days till another treatment.'' (Participant 59, high income)
Understanding the Fine Print
When asked about the costs of cancer care, women described a great deal of frustration with the time and energy spent cutting through the red tape of insurance and disability, frustration with required copayments and premiums, and the cost of being uninsured. A woman with ovarian cancer stated:
Even if I had insurance, and say it had been an 80% copayment and I would have owed 20% of the cancer care, there's no way on God's green earth that I could have afforded to pay even that amount because that would have, I figured, over time, and the chemotherapy costs, I would have owed at least $50,000 of my ownI (Participant 18, low income)
Women reported having to ''fight'' insurance companies to secure coverage and discussed the amount of time spent trying to understand the rules and regulations for obtaining payment for reimbursable services, as shared by a woman with breast cancer:
Ithe hospital actually made a mistake, or not the hospital, the insurance made a mistake between bills between us and the hospital, and my husband had to go through and figure all that out, you know, its hard to do to figure Participants also reported how paying for cancer costs changed as a function of stage of illness and level of financial assistance, such as receiving disability and Medicaid. In particular, the type and timing of surgery may make it difficult to determine the impact of cancer treatment on the family's financial status. A woman with breast cancer stated:
We do have short-term disability, which gives me 75% of my wages for the day that I take treatment, and I'll be able to go on that when I get my surgery.
But since I don't know yet how long that's going to be, I won't know that until I get my results of the tests that are scheduled for next month, and after actually speaking with the doctor, it looks like it's actually going to be a diagnostic type surgery to see how long it is going to be or how advanced the surgery is going to be, then I can go on long-term, but that's only, that's less than 50%, so it's got me concerned. (Participant 27, moderate income)
Losing My Safety Net
''Losing my safety net'' was used to summarize participants' descriptions regarding using savings and checking accounts, cashing in retirement and investment funds, and building up debt to pay for cancer care or everyday expenses. One lowincome woman described having to transfer ownership of her home to offset tax payments, yet by doing so, she lost equity built up in the home. Many participants described having to use money that was being saved for future expenses, such as children's educations or retirement, as shared by a woman with ovarian cancer:
Well, I had a checking account and I used my savings that I put in that account to offset [costs]. Actually, I wasn't able to afford any of the cancer costs, I was just spending my resources on everyday expenses, like rent and telephone, car insurance and upkeep, and food. (Participant 18, low income) Women also reported cashing in savings bonds and retirement portfolios to liquidate money for cancer care.
Working During Cancer Care
A great deal of frustration and worry stemmed from concerns regarding changing jobs, taking time off work without pay, and experiencing general loss of income because of cancer care. Women stated concerns regarding the impact of lost income on paying for daily expenses, most of which was due to treatment-related illness. A woman with ovarian cancer stated:
I missed 4 weeks [of work] with surgery, and that was without pay, and then 2 or 3 days each time I have chemo and that'll beIa month and a half, 2 months without pay. (Participant 3, high income)
Another woman with breast cancer expressed: I only work 16 hours a week so I only workIpart-time but I'm not able to do that at this point. (Participant 54, high income)
Some participants expressed concerns about the impact of lost income from work due to changes in employment. One woman with ovarian cancer shared:
In the middle of all of this, we changed jobs and then changed them again, and my husband is the only one working right now, and we have a bunch of bills that we have to pay, so it's going to have to be done in payment plans because we just can't afford to pay the whole thing off right now. (Participant 8, moderate income) Another woman (with breast cancer) discussed the difficulties in changing employment during treatment:
I know it will be harder for me to get a job because I don't think too many people would hire you when you say, OK I can't work this week but I can work this week, but not this week because I'm in treatment or surgery. (Participant 59, high income)
Although the sample size precluded significance testing of differences in responses between income categories, the income levels of the women who reported varying themes were examined (see Table 2 ). Proportionally, in this sample, there were few differences by income status in the themes of ''being lucky,'' ''financial worry,'' and ''working during cancer care.'' Mention of the other themes, however, did vary by income status. A higher proportion of women in the low-income category, for example, discussed ''resources'' used to offset the costs of cancer care and described making tradeoffs for things that were ''not in the budget now'' than did moderate-or high-income women. In addition, a higher proportion of women in the low-income category reported difficulties navigating the healthcare system and ''understanding the fine print'' as well as concerns about ''losing my safety net'' than did women in the moderate-or high-income categories.
n Discussion
Although much work has been done to quantify the cost of cancer treatment, little is known regarding the personal impact of paying for cancer treatment on persons with cancer and their families. Content analysis of interviews with 22 women receiving adjuvant treatment of a diagnosis of breast or ovarian cancer revealed 7 themes regarding the personal impact of cancer costs on themselves and their families. Most participants shared that they felt ''lucky'' or ''thankful'' that they were able to currently pay for the cost of cancer treatment, although they emphasized that they were uncertain whether they would be able to pay for treatment in the future. Being thankful for insurance coverage was not dictated by family income level. Approximately 40% to 50% of the participants in each income level stated that they felt fortunate that family or insurance systems were in place to help them defer some of the treatment costs. Paradoxically, women reported frustration with negotiating insurance coverage and arranging and understanding payment policies. Interventions that assist persons in negotiating with insurance companies and navigating hospital payment regulations should be evaluated so that women can capitalize on the positive aspects of insurance coverage without the worry associated with the ''fine print.'' Clinicians need to be aware that despite feeling relieved and ''lucky'' to have insurance coverage, women may still feel at risk of economic hardship.
Women in the sample also discussed receiving financial assistance from friends, family, and support organizations, whether or not they had asked for it. Assistance often came in the form of resources that were donated, such clothes or money donated by friends for the participants' children, so that participants could use their income to pay for treatment costs. Most of the respondents who described receiving financial assistance were in the low-income category; fewer of the moderate-and high-income respondents shared these thoughts. Interventions that provide substantial monetary assistance to persons with cancer are not likely to be feasible in the current healthcare arena. However, as economic hardship becomes apparent, clinicians can work with patients to identify potential sources of financial support (such as the American Cancer Society) and help patients learn how to communicate their needs and requests to family members and friends. Similarly, family and friends of cancer patients can be educated about the value of tangible yet flexible financial support such as wide-use gift cards. A referral to social work may also be of benefit in determining national and local assistance programs for which the patient may qualify.
Participants described choosing to pay for cancer treatment rather than spending money on other expenses such as vacations and entertainment, a concern shared by most women, regardless of income level. In addition, women in all income levels expressed concern and worry regarding their future economic status and the financial impact that cancer treatment would have on their families. Uncertainty related to whether women would be able to maintain employment and concern over the potential loss of income for an undetermined amount of time due to treatment cycles was critical for the women in this sample. Lastly, participants described having to access savings and retirement funds to Research should be done to determine whether providing financial counseling at the point of diagnosis could help persons with cancer anticipate and plan for future costs, provide information to assist in financial-and workrelated decisions, and identify possible areas of financial assistance. Data from the study suggest that financial concerns are pervasive in women undergoing treatment of cancer and their families, regardless of income level. Although low-income women expressed more concern over daily living expenses, the middle-and high-income women were also concerned about limiting their family's choices, such as the college their children may attend or the opportunity to take vacations. It is important to emphasize that differential conclusions by income status based upon these data are not generalizable but serve as a potential avenue for future research. Unlike most previous research in cancer economics, women in the sample described how their cancer costs affected their family. Participants discussed choices they made to pay for OOP expenses and how things such as decreased income from missed work affected them. Overall, women shared that their well-being was being compromised by the worry and uncertainties related to the financial costs of cancer.
n Limitations There are several limitations to the study. First, although the small sample size allowed us to conduct more in-depth analysis of individual responses, it precludes widespread generalization. Second, interviews were limited to newly diagnosed women within 3 months of the initiation of chemotherapy. Repeating the study with women who were further into (or near the conclusion of) their treatment plan may reveal more information regarding the impact of cancer treatment on economic hardship. Conducting this study later in the treatment trajectory would also provide information regarding the temporal nature of financial hardship and variables that may influence differences in severity across treatment. Fourth, most participants were white, middle-to high-income women who held health insurance and had a fairly high level of education. Further research should evaluate financial hardship in a more diverse patient population to better understand the extent to which education, income, ethnicity, and insurance status influence financial hardship. Finally, information regarding whether or not the person undergoing treatment of cancer was the prime wage earner for the household was not collected, which is likely to impact the degree of economic hardship felt by the participant.
Future work should be designed to analyze results as a function of this variable. n Conclusion As the healthcare system becomes more complex and the number of persons with cancer continues to increase, economic hardship will continue to play a role in the psychological responses of persons with cancer (eg, the amount of worry, anxiety, and depression the patients feel as they undergo treatment). Understanding the impact of cancer costs on persons with cancer is the first step toward designing interventions that will allow patients to concentrate on recovery rather than on current or potential financial distress.
